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Part 1: Scenario 
 The contents of this paper center on a specific, hypothetical scenario that may occur in 
the medical profession. Consider a young man and his wife, who is pregnant with their first 
child. In the third trimester, a routine ultrasound shows a myelomeningocele on the fetus. A 
myelomeningocele is a defect formed late in the first month of pregnancy. As the spinal cord 
grows, it develops into a sac outside of the spinal column, which is known as a 
myelomeningocele. The result of this defect is that the nerves beginning below the 
myelomeningocele are unable to communicate properly with the rest of the spinal cord and the 
brain (Wolraich 3). The defect is known as Spina Bifida after birth. Upon discovering the 
myelomeningocele, the physician schedules a follow-up appointment with the couple for the next 
day. He or she will then be responsible for informing them of the myelomeningocele and 
providing information about it. In addition, the physician will lay out two options of how to 
proceed: either allowing the pregnancy to come to term or abortion.  
 
Part 2: The Ethics of Communication 
 After the interactions between the physician and the parents, the parents will make a 
decision of whether to abort the fetus or to let the pregnancy come to term. Because the parents 
must make this choice, the physician must obtain informed consent. Informed consent is simply 
an act made freely and rationally by a patient based on accurate information (Wright 97). 
Obtaining informed consent from the parents is an important responsibility for the physician. If 
they are poorly informed, coerced into a poor decision by the physician, or not allowed to decide 
for themselves, then the physician disrespects the right of the parents to make their own medical 
decision (Beauchamp 118). Therefore, informed consent to the course of action chosen by the 
parents and physician is essential if autonomy is to be upheld. 
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  Informed consent has seven elements, each of which the physician has an ethical 
responsibility to uphold in any medical decision-making process (Beauchamp 120). The next 
section will examine each individually. I will pay more attention to some over others, as several 
are most relevant to the specific example in this paper. 
1: Competence 
 In order for a patient to give informed consent, the patient must be able to understand the 
information given and be able to make a decision (Beauchamp 120). This could be a problem 
when dealing with patients that are mentally unstable or disabled. Also, patients that are unable 
to communicate and understand relevant information could be considered incompetent 
(Beauchamp 114).  
2: Voluntariness 
  A patient must want to decide for him or herself in order to meet the requirement for 
voluntariness (Beauchamp 120). In addition, the patient must be allowed to decide; if a patient is 
under the control of another’s influence, then he or she does not act voluntarily (Beauchamp 
132). A patient could also lose voluntariness if coerced, persuaded, or manipulated by another 
individual. In the specific scenario in this paper, the physician must be sure that he or she does 
not directly influence the parents’ decision. Whatever choice that they make in the end should be 
accepted. In addition, the physician should be sure that the parents are not under the control of 
any outside influences as they make their decision. 
3: Disclosure 
 Disclosure is the actual presentation of the information from the physician to the patient 
(Beauchamp 120). Considering that this paper will focus mostly on this step of the informed 
consent process, I will examine disclosure in considerable depth. Firstly, let’s consider how 
physician bias can affect the patient’s decision making process. 
3a) Physician Bias 
 Because the decision of whether to go through with abortion or birth should be made by 
the parents, the physician has an obligation to leave his or her own personal interests out of the 
decision-making process. When the physician’s professional opinions are affected by personal 
opinions, the physician acts with bias. For example, consider if the couple elects to abort the 
fetus. The physician disagrees because he or she is a devout Christian, and thus believes that 
abortion is immoral in such a case. Although the physician may feel this way, he or she should 
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not attempt to sway the parents’ opinion due to this moral opposition. Doing so would create a 
conflict of interest, because the physician’s personal interests interfere with his or her 
professional responsibility to respect patient autonomy. Therefore, the physician must always try 
to remain impartial (Beauchamp 314). 
 One specific bias that may occur has to do with perception of the disabled. Physicians are 
successful people who often happen to be in good shape and healthy. They usually have spouses 
and children as well. This high-achieving lifestyle may lead some physicians to devalue disabled 
lives. To a successful physician, a disability may seem unbearable and unimaginable; however, 
many disabled people live happy and normal lives despite their setbacks (Gill). To avoid making 
this implicit judgment, the physician should be familiar with the disabilities specific to Spina 
Bifida. In addition, the physician must always be objective, allowing the parents to assess the 
value of the child’s disabled life. 
 The physician must not be biased in communication with the parents, but must he or she 
always be truthful? In order to answer that question, let’s examine the nature of truthfulness and 
deception in the next section. 
3b) Truthfulness and Deception 
 In general conversation, individuals expect the truth from others. People assume that their 
peers will not lie, and therefore they also are expected not to lie (Wright 84). In medicine this 
principle is considered quite important, although veracity has not always been valued by 
physicians in the past (Beauchamp 288). In the context of the informed consent process, 
physicians are obligated to give accurate information to patients (Beauchamp 289). This ensures 
that they have the correct details necessary to make a favorable decision. 
 In contrast to veracity, deception is also possible in medicine. This is any intervention 
that alters patient beliefs (Wright 85). Although lying is one form of deception, there are other 
possible ways for physicians to deceive patients. For example, a physician could withhold 
information or fail to disclose information. This would prevent the patient from having all of the 
information necessary to make an informed decision (Beauchamp 289).  
 There are several important reasons for veracity over deception in medicine. In general 
conversation between two individuals, each expects the truth from the other. Therefore, it is also 
true that patients expect the truth from their physicians; they enter conversations expecting to be 
treated fairly and respectfully. This is actually part of the reason why lying and deception by 
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physicians can work so well when employed; patients believe what their physicians have to say 
and do not anticipate that they will be deceived (Wright 94). Because truth-telling is an unwritten 
promise of normal conversation, this can also be held to communication between the physician 
and patient (Beauchamp 289). 
 Another reason to treat veracity seriously in medicine is that patients must also be truthful 
with their physicians. Good medical practice requires that accurate background information, 
habits, feelings, and symptoms are relayed from the patient to the physician. Without these 
details, the physician may not be able to make an accurate diagnosis or prognosis. If the 
physician has the right to the correct information from the patient, it follows that the patient also 
has the right to accurate details from the physician. The patient-physician relationship is built on 
trust; in general, neither party should violate that trust to achieve optimal care (Beauchamp 289). 
 Because competent patients have autonomy, the right to make their own decisions, they 
also have a right to the truth with which to best make those decisions. Deception directly 
interferes with this right, by giving the patient false information on which to make a choice 
(Wright 95). In order to examine whether deception can ever be acceptable in medicine, let’s 
first examine withholding information and how this practice may be moral in certain 
circumstances. 
3c) Reasons for Deception by Withholding Information 
Limited disclosure of information can be a harmful form of deception because it may 
prevent patients from having the necessary details to make an informed decision. However, it is 
important to note that no physician can possibly know the entire truth. Medical technology does 
not allow him or her to look into the future and exactly determine the child’s quality of life. 
Therefore, the account given by the physician is an approximation of what is likely to occur 
(Beauchamp 292). This is a specific problem when considering Spina Bifida because the 
condition results in extremely variable outcomes. For example, two individuals born with similar 
myelomeningoceles may end up living drastically different lives; one could have a family and a 
full-time job, while the other relies on an assisted-living home (Hetherington et. al). Similar 
degrees of variability exist for many different aspects of Spina Bifida, and will be explored in 
more depth throughout the paper. Because of the nature of this condition and because physicians 
cannot know every detail possible, no patient consent can ever be completely informed (Wright 
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99). Therefore, the physician must simply give a disclosure that is appropriate enough for the 
patient to make a well-informed decision (Beauchamp 292).  
There are several other reasons why limiting the information presented may be beneficial. 
For example, oftentimes there is simply too much information to tell. If parents were expected to 
get every piece of information possible and then use it all to formulate a decision, there would be 
too much to process (Beauchamp 292). The excess detail would simply prevent acceptable 
understanding of the condition and cause indecisiveness. In addition, much of the information is 
extremely complex. Too many unfamiliar, medical terms may overwhelm patients and simply 
cause confusion (Beauchamp 130). Diving into intense research work with patients may also 
have a similar effect.  
The amount of information given may also depend on the willingness of the parents to 
listen. For example, consider a case in which the parents did not trust physicians’ advice. Perhaps 
the couple believes that they can figure out what they should do on their own and they do not 
want to hear what their physician has to say. In such a case, the physician should limit disclosure 
in order to give a simplified account to the stubborn parents. Withholding information may also 
be beneficial depending on the ability of the parents to understand. Should the parents be well-
educated, as they are in our scenario, a physician may wish to give them more specific details of 
the condition. However, this may not be the case if the parents are poorly educated. Because they 
will not understand much of the information, a simplified account will be most useful. 
Information could also be acceptably withheld in our scenario if the parents do not want 
to know the details about Spina Bifida. When the physician tells them about the malformation, 
they say that they prefer not to hear the consequences until later. They argue that they are devout 
Christians and would thus never choose to abort the fetus. Therefore, rather than fret about the 
struggles that they will face later in life, they prefer to remain oblivious until after the child is 
born. Because the parents have promptly made their decision and because they do not wish to 
know the information, the physician has no obligation to give the details until later. However, the 
physician would still be responsible for informing the parents after the birth. Although this type 
of scenario could be possible, it is more likely that the parents would want to learn about the 
condition in order to at least weigh their options (Wright 86). Normally, the physician would still 
be obligated to inform the parents. 
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4: Recommendation 
 Once the information is fully presented to the patient, the physician has the opportunity to 
make a recommendation. In this case, the physician may indicate whether he or she feels that 
abortion or birth is the best alternative for the couple (Beauchamp 120). It may be best for the 
physician to wait until the parents have thought about the options for some time until this 
recommendation is made. This is because the parents will surely be stressed and vulnerable 
immediately after the information is made available. Should the physician quickly make a strong 
recommendation, it may lead the couple to agree even if this decision is not best for them. He or 
she could say something like, “I know this must be difficult for you to hear and process. Feel free 
to take some time to think this over and make sure that you are making the best choice for both 
you and your family. Should you need my help, I will be a phone-call or meeting away in order 
to give any recommendations that you may need. Please don’t hesitate to ask me for help or 
guidance at any point over the next few days.” Because this message doesn’t immediately give a 
recommendation, it does not tread on the parents’ right to make an autonomous decision. 
However, it also offers help for the couple if they need it. Therefore, the parents can turn to the 
doctor if they are struggling. 
5: Understanding 
 After the physician’s recommendation, it is essential that the patient understands the 
disclosure and recommendation; the patient must have acquired all of the information necessary 
to make an adequate decision (Beauchamp 120). Diagnoses, prognoses, nature of intervention, 
alternatives, risks, benefits, and recommendations are commonly considered necessary for 
acceptable understanding (Beauchamp 127). 
 There are several common problems that may interfere with patient understanding despite 
effective disclosure of information. For example, patients are often nervous and distracted during 
the disclosure process (Beauchamp 127). This is because the introduction of bad news causes 
stress, which may lead to these other problems. Even if the physician gives the best information 
possible to the patient, he or she may not process much of it. Therefore, the physician must be 
sure that a given patient is calm and collected during the disclosure process. If not, the physician 
could give extended time for the patient to relax or help by comforting the patient directly 
(Beauchamp 127). 
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 Risks may be particularly difficult for patients to understand. This is because their 
comprehension of the specific risk depends strongly on how the physician explains it. 
Oftentimes, giving the chances in a numeric way and also a nonnumeric way, such as an 
analogy, may help put the risk in real-life terms (Beauchamp 128). For example, a physician 
could say, “Your risk of needing a revision procedure in the next year is about the same as your 
risk of winning the lottery.” This could help the patient understand the low-risk scenario better 
than just saying that the circumstance is highly unlikely. Another problem with risks is that 
patients tend to develop disproportionate fears of them. The odds of this occurring are correlated 
to how the information is presented. For example, consider a patient that has a fifty percent 
chance of surviving from cancer after a surgery. The physician could relay this piece of 
information in two different ways; he or she could say that the patient has a fifty percent chance 
of death or a fifty percent chance of survival. By putting this detail in terms of death, the patient 
is more likely to be afraid of the procedure; he or she may feel unnecessarily pessimistic. 
However, by saying that there is a fifty percent chance of survival, the patient could feel more 
optimistic and empowered. Just because of the terminology, the patient may be less afraid. 
Therefore, physicians must be thoughtful in how they describe risks (Beauchamp 130).  
 A final and critical part of understanding is the opportunity for the patient to ask 
questions. Patients must have this chance because they have a right to know any information that 
they feel is important. In order to ensure that this occurs, the physician should be comforting and 
compassionate. Patients will not feel likely not feel comfortable inquiring if the physician seems 
stern and uncaring (Wright 98).  
6: Decision 
 After the patient understands all of the information necessary, the patient must come to a 
decision of which plan to accept. It is important that he or she is given sufficient opportunity to 
change his or her mind as well. The physician should allow this without any sort of penalty. As a 
result, the patient cannot become bound to a previous decision before the procedure is underway 
(Wright 98). 
7: Authorization 
 Lastly, the physician is responsible for authorizing the plan chosen by the patient. The 
physician must confirm the decision and make proper arrangements for the remaining course of 
action (Beauchamp 120). 
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Part 3: Suggested Preparation for Disclosure 
 Now that we have examined the informed consent process in detail, let’s return to the 
specific scenario outlined at the beginning of the paper. The physician has discovered the 
myelomeningocele in the fetus and has told the parents that he or she would like to meet with 
them the next day. The physician knows that the parents are competent and will want to make the 
decision; thus, the first two elements of the informed consent process are fulfilled. Next, the 
physician is responsible for disclosing the information to the parents on the following day. 
 The remainder of this paper will focus on the main variables that the physician must 
consider when preparing to disclose information to the parents. I divided these areas into eight, 
broad categories as follows: 
1. Physical Limitations 
2. Mental Limitations 
3. Childhood Experiences 
4. Adolescent Experiences 
5. Emotional and Sexual Difficulties 
6. Professional Limitations 
7. The Nature of Disability 
8. The Parents’ Best Interest 
 
 Within each category, there are multiple details that must be explored. This work 
contains many, but not all of those aspects of Spina Bifida that I explored on GREAT Day. For 
each aspect included in this paper, we will examine several important questions that the 
physician must ask when preparing for disclosure: 
1. What do we know about this? 
 One of the physician’s primary duties is to fully inform him or herself before addressing 
the parents. To them, the physician is the expert; he or she is their foremost resource on the 
condition and the potential options. Therefore, the physician must closely examine all aspects of 
the condition in preparation for the meeting. For example, he or she should closely evaluate the 
possible outcomes, consequences, and assess the likelihood of each. 
2. What variability exists? 
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 Because Spina Bifida outcomes tend to be so variable, the physician must ask this 
question when examining each detail. He or she should be aware of the possible range of 
outcomes, as well as the approximate odds of each occurring. This will help the physician draw 
conclusions about disclosure of this information to the parents. If a specific outcome is extremely 
likely, it generally should be mentioned during disclosure; it is an outcome that the parents and 
fetus are likely to face. However, if an outcome is extremely variable with a wide-range of 
outcomes, then the physician must closely consider how to best disclose it. 
3. How should this information be presented to the parents? 
 Firstly, should the detail be presented at all? Some information is better withheld from 
the parents, as too much can be overwhelming. Therefore, the physician must consider whether 
the given detail is important for the parents to consider when making their decision. If it is 
essential for the parents to know the given detail, then the physician must decide if the 
information will be presented fully. Should some aspects be left out for a specific reason? Would 
the parents be better off not knowing one of the aspects of the condition? Once these questions 
have been answered, the physician needs to consider how the information is relayed to the 
parents. Can he or she make the details more manageable to understand? Can analogies be used? 
What is the best way to present a specific risk? 
 Also, the physician must look for opportunities to be comforting and compassionate to 
the couple. During disclosure, they may still be shocked and devastated from receiving their 
unexpected news. Part of the physician’s job is to diminish anxiety and make the experience less 
traumatic. Not only will this make the parents less miserable, but it will also ensure a better 
decision. With limited stress, they will be able to think more lucidly about the costs and benefits 
of each option. 
 Let’s first apply this methodology for disclosure preparation to some of the physical 
limitations associated with Spina Bifida. 
 
Part 4: Disclosure of Physical Limitations 
Mobility 
1. What do we know about this? 
 After birth, physicians will closely examine and evaluate the child’s myelomeningocele. 
The most important indicator of the child’s future mobility will be the specific location of the 
	   34	  
lesion on the spinal cord. Most occur in either the lumbar, sacral, or thoracic regions. The child’s 
future ability to move his or her legs will depend on the specific vertebrae upon which the 
myelomeningocele is located. The movements possible are summarized below: 
T-12 or above: no leg movement at all 
L1: Hip flexion (bending legs upward at hips) 
L2: Hip adduction (pulling legs together) + (above abilities) 
L3: Knee extension (straightening legs) + (above abilities) 
L4: Knee flexion (bending legs at knees), ankle dorsi-flexion (bending feet up) + (above 
abilities) 
L5: Hip extension (straightening legs at hip joint), hip abduction (pulling legs apart) + (above 
abilities) 
S1: Ankle plantar flexion (bending feet downward) + (above abilities) 
S2: Movement of feet and toes + (above abilities) 
 
The further the myelomeningocele is down the spinal cord, the greater the degree of leg and foot 
movement that is possible for the child. Should the lesion be in the sacral region or low in the 
lumbar region, the child will have more control of the hips and knees. However, children with 
this type of injury will still struggle with their ankles and feet to some degree. This is because 
every nerve pathway that begins below the level of the lesion will not function in the child 
(Wolraich 12). Follow-up studies have shown that physician predictions of future mobility and 
limb function are quite accurate at birth by closely observing the myelomeningocele (Laurence 
153). 
 Because muscles are often controlled by nerves that arise from different locations on the 
spinal cord, muscle imbalances are a common problem. For example, parts of the hip are 
controlled by L2 and others are controlled by L4 and L5. If the myelomeningocele occurs in one 
of these spots in the lumbar region, some muscles will be underdeveloped and immobilized 
while others are normal. This resulting imbalance could lead to dislocations of bones out of 
joints or subluxing, which is when bones are partially pulled out of joints. This commonly occurs 
with the head of the femur, or acetabulum, in the hip socket. In addition to dislocation, bones 
may also become deformed as they develop. Joints often tighten and contract too; this is common 
in the knee joints, causing the leg to stay straight and rigid. Another related problem is clubbed 
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foot, which is when the foot is permanently rotated internally at the ankle. This makes it very 
difficult for the child to put pressure on the feet and walk normally (Wolraich 13). 
 The child and parents will visit physical therapists and orthopedic physicians frequently 
during the early years of life. Using different strategies, they will try to help the child learn to 
walk as much as he or she possibly can, depending on the level of disability. In addition, they 
will help the child stretch and strengthen in order to counteract contractures and muscle 
imbalances (Wolraich 12).  
These two resources will also help the child use braces. Braces are designed to help the 
child stand and walk while also acting to help prevent contractures, malalignments of joints, and 
other deformities. There are several different types of brace, depending on the level of the child’s 
myelomeningocele and the severity of the disability (Wolraich 19). Children with very limited 
mobility will use a body brace; this will give them the hip stability that they need. Leg braces can 
be used for children with lower level lesions, as they can better control their hips (Wolraich 20). 
Once braces are selected, they will have to be checked with a physician every 4-6 months in 
order to ensure that they are still effective and properly functioning. In addition, one pair will be 
worn at night and a different pair will be worn during the day (Wolraich 19). 
Even though braces are used to help the child walk and stand, he or she will still struggle 
to move long distances. Therefore, wheelchairs are useful to help overcome this challenge. Even 
if the child has a low-level myelomeningocele, he or she still will need a wheelchair for some 
occasions. However, the wheelchair will not be used as a complete substitute for walking. The 
child still must wear braces and try to walk in order to diminish contractures and prevent 
deformities. Like there are many types of braces, there also are many types of chairs. The 
orthopedic physicians, along with the parents, will pick one that best suits the child’s needs 
(Wolraich 32). 
2. What variability exists? 
 The location of the lesion is the most important factor in determining the future mobility 
of the child; there is a great deal of variability in how capable the child will be depending on 
where the lesion is located. Therefore, a lot depends on this diagnosis at birth. The location of the 
myelomeningocele will govern what braces are worn, what surgeries are performed, how bad 
contractures are, how often the child will be in a wheelchair, and how much control the child has 
over his or her lower body. 
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 Although this variability occurs, every child still will have notably decreased mobility. 
Braces, crutches, and wheelchairs are all extremely likely for the child no matter where the 
lesion occurs. The child is destined not to walk normally and mobility will be a difficult task. 
The location of the myelomeningocele governs the severity of the disability, but each child will 
be disabled nonetheless. 
3. How should this information be presented to the parents? 
 Because impaired mobility is the most severe disability caused by Spina Bifida, parents 
need to understand what their child will face. They must understand that the child will need 
braces, crutches, and wheelchairs in order to be mobile, no matter where the myelomeningocele 
occurs on the spinal cord. This information could be extremely critical in their decision-making 
process. Although their child will be disabled no matter where the lesion occurs on the spinal 
cord, the physician should illustrate some of the variability in degree of movement to the parents. 
This will help the parents understand that their child may have the ability to move some parts of 
the leg, and if lucky, move the hips and knees quite well. However, the physician should still 
stress that the ankles and feet will be problematic. Because of this, the child is highly unlikely to 
walk normally no matter where the lesion occurs. 
 In addition to explaining the outcomes, the physician should also go over the 
consequences and reasons for muscle imbalance. This would not be as necessary if the physician 
was dealing with highly uneducated parents. However, this couple is college-educated and could 
probably understand why the muscle problems develop. The physician should also include that 
this why the child will need braces; however, it is not beneficial to explain the specific types of 
braces and instructions for use. This information is more useful for the parents after the child is 
born because it should not influence their decision. 
It is also important for the physician to emphasize that mobility will require a lot of work 
for the parents and child. Braces must be worn at all times and exercises and stretches must be 
done to prevent further problems. In addition, parents will need to take their child to physical 
therapists and orthopedic doctors frequently. Therefore, the couple should be aware that they will 
need to invest a lot of time into mobility training. However, the physician could also include 
some good news. Studies and interviews with parents have shown that parents tend to do really 
well with this type of training, even though it may initially seem overwhelming (Hewson 118). 
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The inclusion of this optimistic detail provides balance against the difficult information about 
limited mobility, helping the parents see the positive side of raising this type of child. 
 
Incontinence 
1. What do we know about this? 
 Incontinence is the inability to control the excretion of urine and the excretion of feces. 
Firstly, we will look at urinary incontinence. Because the nerves that control the bladder 
originate low on the spinal cord, children with Spina Bifida often have neurogenic bladders. This 
means that they are unable to control the excretion of urine (Wolraich 40). If urine release is not 
tightly regulated, damage to the kidneys could occur. This is because if urine is not escaping the 
bladder, extra urine may remain in the kidneys and put pressure on them. To avoid this problem, 
urination must be controlled in a child with Spina Bifida. There are several ways to accomplish 
this feat, including manual emptying or collection in a bag (Wolraich 38). Manual methods of 
control will be discussed later, as they are most relevant to the parents’ daily responsibilities. 
Another option to control urination is a surgery called Urinary Conduit Diversion. In this 
procedure, the path for urine is diverted into the bowels as a conduit to the outside of the body. 
The urine travels from the bowels into a bag exterior to the body. Although this may avoid 
kidney problems, it could result in some unfavorable side effects. These include skin irritation, 
fever, and foul-smelling urine (Wolraich 47). 
 Bowel control will also be limited in a child with Spina Bifida. The lack of functioning 
nerves around the bowels causes neurogenic bowel, so the child cannot tell when he or she is full 
and cannot control the release of feces. The biggest problem that this causes is constipation, 
which is very common in children with Spina Bifida. If the constipation gets bad enough, it 
could lead to a bowel blockage or impaction. Should this occur, it represents a medical 
emergency; a child with impaction must be taken to the hospital immediately. Constipation can 
also lead to hemorrhoids, prolapsed, fissures or cracks around the anus, and a decrease in 
appetite. There are several methods to prevent these problems; they will be discussed when we 
address parental responsibilities later in the paper (Wolraich 64). 
2. What variability exists? 
 Although parents should expect to have an incontinent child, there are differences in 
severity. For example, some will not have hemorrhoids or severe constipation if the condition is 
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managed well. In addition, the outcomes are different depending on the treatment. A child who 
gets Urinary Conduit Diversion may experience different side-effects than a child who does not. 
3. How should this information be presented to the parents? 
 Incontinence is one of the most severe physical consequences of Spina Bifida. Therefore, 
parents must be aware of this problem. The physician should explain why incontinence occurs 
and stress that it can be controlled. However, the main concern for the parents will be the daily 
care associated with incontinence management. This will be among the greatest stressors that 
parents face when caring for their new child. We will devote an entire section to this aspect of 
incontinence later in the paper. 
 The physician need not inform the parents of consequences of inadequate care until well-
after birth. This is because such symptoms, such as constipation, can be prevented by closely 
managing the child’s toileting. Therefore, the parents do not need to know that such an outcome 
can exist. Rather, they must know that the associated care is important and is very hard work. 
The potential consequences can be adequately addressed after the child is born.  
 
Part 5: Disclosure of Mental Limitations 
Hydrocephalus 
1. What do we know about this? 
 Hydrocephalus is a condition that commonly occurs when a child is born with a 
myelomeningocele. Because the lower part of the brain tends to dip lower into the spine than a 
normal brain would, cerebrospinal fluid is less able to drain from the brain. The fluid cannot get 
as easily into the subarachnoid space, from where it would drain into the circulatory system. 
Because the fluid gets trapped in the brain and because the bones of the skull are not yet fully 
formed, the child will likely be born with an unusually large head circumference. In addition, the 
condition can result in brain damage and other serious problems if it is not treated quickly 
(Wolraich 6). 
 Therefore, a shunting procedure will be done in order to correct the hydrocephalus. It will 
be performed in the first few days after which the child is born. The procedure involves putting a 
valve into the brain that drains through a catheter into the peritoneal cavity. Incisions must be 
made in the brain, usually outside the occipital lobe, and also in the abdomen. In a fully-
functioning shunt, excess cerebrospinal fluid is drained through the shunt and dumped into the 
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peritoneal cavity, where it can be reabsorbed into the circulatory system. Thus, the amount of 
fluid in the brain can be regulated and hydrocephalus can be controlled (Wolraich 8). Recovery 
from this procedure is routine and should only take a couple of days. 
 One major problem with shunting is the frequent need for revisions. Since physicians 
began performing the procedure in the 1950’s, it has been one of the most highly revised 
surgeries performed in the United States. Even if the shunt works initially, the system tends to 
malfunction, requiring emergency surgery for the patient. Symptoms of shunt malfunction 
include nausea, headaches, vomiting, and lethargy. There are many reasons for the system to stop 
working appropriately, including clogging of the catheter, infection, valve failure, over-drainage 
of the system, and under-drainage of the system (Wolraich 8). 
 A prominent concern regarding hydrocephalus is that it may have lasting impact on the 
child’s intellectual ability. Those individuals who have many complications with hydrocephalus 
and many revisions tend to have greater intellectual defect (Laurence 153). In contrast, those 
patients with very few revisions tend to be intellectually well-developed (Laurence 154). 
Therefore, hydrocephalus appears to the best indicator of future intelligence for a given child. 
One study measured that increased bouts of hydrocephalus and shunt revisions led to decreased 
performance IQ. Because performance IQ was closely related to functional math skills, 
individuals with more hydrocephalus were less able to manage money, estimate, and shop; this 
resulted in less independence and a lower quality of life for these patients (Hetherington et al). 
2. What variability exists? 
  Although nearly all children with Spina Bifida will be born with hydrocephalus, this 
condition is one of the most variable aspects of this birth defect. Children who are shunted could 
have shunts that function throughout life, or they may not even need it after a certain point. 
However, there are other individuals who may need upwards of 10 or more revision procedures 
due to malfunctioning shunts. The extreme degree of variability in hydrocephalus and shunt 
revisions leads to high variability in the intelligence of Spina Bifida children. Those who are not 
afflicted by hydrocephalus throughout development will have close-to-normal intelligence; 
however, those who have complications may be inhibited later in life. Therefore, this variable 
may be the most unpredictable of all aspects we will examine in this paper. 
3. How should this information be presented to the parents? 
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 The high degree of variability makes information about hydrocephalus difficult to 
disclose. Certainly, the physician has a responsibility to inform the parents about the condition 
and say that it will be treated shortly after birth. In addition, a description of shunting is 
beneficial for a well-educated couple who can understand it. The difficulty comes when the 
physician describes how hydrocephalus affects intelligence. There is no way for the physician to 
know or predict whether or not the child will need many shunt revisions or if the child will not 
require any; the outcomes are simply too variable.  
 Therefore, the physician should emphasize to the parents that Spina Bifida is more of a 
physical disability than a mental disability. This is a good way to frame the discussion because 
the range of intelligence outcomes is extremely broad. In addition, the physical concerns 
associated with limited mobility and incontinence are of far more concern than the possibility of 
limited intelligence. The physician could emphasize to the parents that the condition does not 
cause mental retardation. Rather, there is simply a chance that the child will not develop 
intellectually as would an unaffected child. Either way, the child should be able to go through 
school with special accommodations. This optimistic approach indicates to the parents that the 
intellectual effects of Spina Bifida are not severe. Although there could be problems, they will 
not be as severe as the physical hindrances. 
 
Part 6: Disclosure of Adolescent Experiences 
Worrying & Depression 
1. What do we know about this? 
 Teenagers with Spina Bifida express worry about many areas of life during interviews 
with parents and the teens themselves. We will discuss more of these specific worries as we 
discuss more categories throughout the paper. However, it is important to note that some Spina 
Bifida teens said that they worried about “everything,” when asked what caused them to worry 
(Anderson 126). 
 The incidence of depression is higher in adolescents with Spina Bifida than it is in the 
general population. In addition, the percentage of adolescents with Spina Bifida and depression 
is higher than the percentage of adolescents with cerebral palsy and depression (Anderson 128). 
Dorner performed a study on 63 teens with myelomeningocele and differing degrees of mental 
handicap, finding that 66% experienced feelings of misery. These feelings were definite and 
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recurring, thus indicating depression. More girls than boys experienced the symptoms as well. 
This result was replicated by McAndrew, who additionally found that low self-esteem was 
extremely common in the teens studied (Anderson 117). Later studies found that 31% of girls 
and 15% of boys had persistent feelings of depression and/or suicidal thoughts. Mobility could 
be related to depression, as decreased mobility results in more social isolation for a teen 
(Anderson 128). 
 Even if a teen does not have chronic depression, he or she may have depressive 
symptoms. Consider Patrick, a 15 year-old interviewed by researchers. During the interview, he 
was happy and upbeat. However, he described that pressure sores on his backside kept him out of 
school for nearly an entire year, as he was confined to his bed. Patrick said that he was extremely 
depressed during this time period, as he was missing time at school (Anderson 11). This shows 
that complications and extended hospitalizations may cause bouts of depression because the 
teenager experiences limited social interactions. 
2. What variability exists? 
 Not all children will face depression, and there is no guarantee that a given child will 
exhibit depressive symptoms either. Children with Spina Bifida are more likely to develop 
depression, but are not certain to do so. In addition, it is important to note that many adolescents 
are unhappy and experience depression; this symptom is not exclusive to Spina Bifida teenagers. 
3. How should this information be presented to the parents? 
 Disclosure of adolescent depression is a tough subject to consider. Firstly, it is not of 
immense concern to the parents, as they will be most worried about the childhood experiences 
and adult outcomes for their child; the time in-between may not be as important to them. 
Secondly, it is uncertain whether or not a given adolescent will have depressive symptoms. It 
depends on the level of mobility and the amount of complications, among many other factors. 
Thirdly, depression is something that can happen to anyone; it is not exclusive to teenagers with 
Spina Bifida. These three factors indicate that depression should not be discussed in great detail 
with the parents. 
Still, the increased odds of depression during adolescence are important enough to 
mention in a conversation about difficulties during this time of life. The physician could simply 
mention that some teens with Spina Bifida develop depression, and that this may be related to the 
degree of mobility. This information should not be a focal point for the parents, as it is far from a 
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certain outcome. However, they deserve to know that this is possible. This should be discussed 
with the social adjustment of Spina Bifida teenagers, which is our next category to examine. 
 
Part 7: Disclosure of the Nature of Disability 
Negative Aspects of Disabled Life 
1. What do we know about this? 
One major problem that disabled people face is discrimination due to their minority 
status. They tend to be seen as different and treated as such socially, medically, and even legally. 
People consider them strange and oftentimes are naturally averted to them. Doctors are less 
likely to adequately diagnose depression in disabled patients, simply attributing this mental 
disorder as a side-effect of the disability. In addition, there are many social stress factors that 
commonly plague disabled individuals. Some prominent ones are neglect or abuse in childhood, 
family dysfunction, low self-esteem, and unstable sense of identity (Gill). Even though a child 
may be able to adjust to disabled life over time, he or she will still be susceptible to these 
potential hardships.  
Another problem that disabled individuals may face is that physicians are occasionally 
incapable of adequately working with them. In medical school, physicians often do not focus on 
learning about handicapped life. The instruction focuses more on the science of the disability and 
the resulting treatment necessary. Therefore, physicians may not be too helpful dealing with 
problems specific to disabled life, such as concerns about social prejudices. 
 Patients with Spina Bifida may have a particularly difficult time finding a hospital that 
specializes in all of their problems. For example, a patient will have to travel to an urologist, see 
a capable neurosurgeon at a different facility, and visit a speech pathologist elsewhere. This can 
make attaining adequate healthcare rather difficult for these patients, as a facility well-suited to 
dealing with all Spina Bifida problems is hard to find (Anderson 315). 
2. What variability exists? 
 Not all disabled individuals will suffer from social stress and depression. However, most 
are likely to experience some concern with how they are perceived and treated by others. 
3. How should this information be presented to the parents? 
 This information is probably best left out of disclosure. When making the decision of 
whether to go through with an abortion or complete the pregnancy, the parents are unlikely to 
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strongly consider the social stresses of being disabled. Also, the parents probably have their own 
preconceptions about disabled life already. Especially because they are wealthy and successful 
individuals, they likely could not imagine living with this type of condition. Therefore, this 
information would only reinforce the parents’ own negative conceptions of disabled life, rather 
than show the more positive side. Because these issues are still important, the physician could 
deal with them as they arise later in the life of the child. Therefore, he or she can hold off on 
disclosing these concerns to the parents at this early stage. 
Positives of Living with Disability 
1. What do we know about this? 
Although disability is viewed quite negatively in America, members of the disability 
rights movement argue that many handicapped individuals live meaningful lives despite their 
setbacks. They have families and friends just like any other human beings; they do not let their 
disability ruin their lives. Disabled individuals argue that the actuality of living with disability is 
usually far from the negative public perception of it. They incorporate such devices as 
respirators, wheelchairs, and splints into their lives if given sufficient time to adjust. Although 
they may resent these things at first, they eventually become routine aspects of daily life; with 
time, they seem no more inhibiting than a toothbrush (Gill). In summary, disabled life may bring 
the same joys and benefits as would any other life. 
2. What variability exists? 
 Disabled individuals tend to live meaningful and happy lives in general. Some will suffer 
more from depressive symptoms and other problems than others. However, many individuals 
with Spina Bifida will get used to their handicaps and go on to live meaningful, happy lives. 
 
3. How should this information be presented to the parents? 
 This side of disabled life could be a great source of comfort to the parents. Because they 
are so successful and wealthy, they may find these details surprising and encouraging. The 
positive information will hopefully lead the parents not to assume that their future child will be 
miserable, just because he or she is limited physically. For these reasons, the physician should 
spend some time discussing these details with the parents. Ideally, it will allow them to 
understand that disability does not automatically lead to unhappiness and a poor quality of life. 
 
	   44	  
Part 8: Conclusion 
This type of analysis, when completed fully by a physician, ensures that disclosure is best 
for the specific patient. It provides a thorough examination of the variables specific to a 
condition and models a procedure for physicians tasked with disclosing information to potential 
parents. In addition, this type of analysis could be applied to other situations in which patients 
face difficult choices in medicine. Because there are multiple, potentially favorable options, 
physicians must be prepared to help facilitate the decision-making process by presenting the 
information in the best way possible for the patient. By also comforting the patient, the physician 
minimizes the effect that stress and anxiety will have on the choice. 
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